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Abstract 


It remains unknown to what extent mothers of children with Autism Spectrum Disorder (ASD) are stigma- 
tized. Children with ASD require special care to increase their attention and master the necessary motor 
and behavioural skills. In most society, particularly Middle East and Africa, mothers are largely the care 
providers for children while their partners concentrate on financial provision. Therefore, mothers experi- 
ence a lot of challenges and stigma from some partners, family members, and the society. This qualitative 
phenomenological research examined the experiences of 15 mothers regarding the stigma associated with 
their children autism in Jeddah, Saudi Arabia. The research examined mothers' beliefs about the positive 
and negative roles that culture, education, and health institutions play in this regard. Five broad themes 
emerged from the analysis: mothers' concerns; reactions to the child's diagnosis; difficulties obtaining an 
ASD diagnosis; difficulty accessing resources; and cultural stigma (people's reactions). The researcher 
explored the themes and challenges of ASD through literature review and field Research (interviews). 
Findings showed the need to change structural and societal approaches toward ASD to share the burden 
among all stakeholders alleviating pressure on mothers. 

Keywords. children with ASD, cultural stigma, mothers’ stigmatization, mothers experience, society 
positive roles, society negative roles 


Introduction 


Autism Spectrum Disorder (ASD) and the issue of stigma in the context of the King- 
dom of Saudi Arabia (KSA) is an area of interest because of knowledge and research gaps. In 
Saudi Arabia, people with ASD are still stigmatized, as are people with other disabilities. This 
research explored how mothers of children with ASD in Saudi Arabia perceive the stigma they 
encounter following their child’s diagnosis of ASD. ASD stigmatization affects all parents, 
family members, and society; however, mothers bear a greater burden because of their connec- 
tion and constant care for the child from birth; hence, their experience is different. Furthermore, 
mothers are preferred as the participants because the scope of the research, time limit, and 
financial constraints cannot allow an exhaustive exploration of all the family members. Thus, 
mothers are the best representation of the ASD problem in a family setting. In KSA and some 
parts of the developing world, ASD is considered unacceptable and stigmatized because people 
view disability as an abnormality (Brosnan & Gavin, 2021). It is also viewed stereotypically, 
with people holding entrenched opinions about ASD. 

ASD is a series of developmental stages characterized by disorders in three areas: repeti- 
tive behavioural patterns in communication, problems with social interaction, and activities and 
interests (Harrop & Kasari, 2015). It is characterized by difficulties using communication for 
social purposes, an inability to adapt communication output to the context, difficulty following 
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traditional conversational rules, and problems understanding implicit language as defined by 
a series of states (APA, 2013). In other words, ASD is associated with verbal and non-verbal 
social communication deficits and challenges in adhering to communication norms and form- 
ing and maintaining relationships (Bonis, 2016). The condition affects individuals’ abilities to 
engage in social and academic activities. Restricted and repetitive behaviour and issues with 
social communication are the two core problems associated with ASD. The chief issue with 
repetitive and restrictive behaviour is that it is difficult to establish when to intervene because 
it is impossible to determine why such behaviours develop or their underlying mechanisms and 
management. 

Parents of children with ASD often experience high levels of stress. Research by Bonis 
(2016) revealed a connection between parental stress and ASD. The results showed that parents 
of children with ASD suffer from high levels of stress and depression compared to parents of 
children without disabilities. This stress is attributable to the challenges that parents experience 
when trying to understand their children’s behaviour and communication challenges. Com- 
pared with other parents, parents of children diagnosed with ASD are more likely to experience 
depression, confusion, and denial after their child’s diagnosis of autism (Bashir et al., 2014; 
Bonis, 2016; Brei et al., 2015; DePape & Lindsay, 2015). Bonis (2016) outlined the challenges 
parents encounter when accessing ASD services. High-stress levels make it difficult for parents 
to care for their children adequately, and parents report increased financial burdens, marital 
problems, and stigma. Bonis (2016) explained that parents need access to stress management 
support groups and educational programmes to help them manage their emotions. Existing 
studies have concentrated on the stigma parents with ASD children undergo. However, the 
role of parenting differs in KSA; thus, it is relevant to explore mothers’ experiences because of 
inconclusive findings, research, and knowledge gaps. 


Purpose 


The research aimed to find opinions and perspectives on mothers' stigmatization because 
of their children with ASD in KSA, particularly in the Jeddah area. They were completing this 
research with a complete knowledge gap about mothers' experiences and dealing with ASD-as- 
sociated stigma. 


Research Questions (RQ) 


RQ is essential for guiding and narrowing research content to the project's purpose and 
most significant aspects. The following RQs were applicable. 
1. How do mothers with ASD children deal with the stigmatization of the condition in 
KSA? 
2. How does the culture propagate mothers' stigmatization because of their ASD chil- 
dren? 
3. How has education affected attitudes to and awareness of their children's conditions? 


Research Justification 


In a patriarchal society, men earn more money than women, even in families where both 
parents work. Furthermore, women are expected to continue to play a traditional role at home, 
even if they are also active members of the workforce. In a relationship where both parents 
work, the woman will be responsible for caring for the children and ensuring that the husband's 
needs are met. She thus needs to balance two full-time jobs. For her, family responsibility is 
more important than anything else. In such a society, women must take care of their children 
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and meet their needs. The man provides help and support, but he does not have to actively mon- 
itor the needs of children, including those with ASD. 

An examination of the Saudi context clearly shows that mothers feel guiltier and fear 
that their children may be stigmatized because of their ASD diagnosis. In a culture where many 
mothers struggle with the social stigma associated with the birth of a child with special needs, 
much work still needs to be done to examine institutions and their role in reducing the stig- 
ma experienced by these mothers. By examining mothers' experiences of stigmatization, this 
research; therefore, sheds light on how cultural issues shape the experiences of mothers, as 
well as the institutional role that various institutions play in helping mothers to cope with the 
problems associated with this stigmatization of children who have been diagnosed with ASD. 


Literature Review 


A large and growing body of literature has examined the stress experienced by parents 
when raising children with ASD. Researchers agree that parents of children with ASD exhibit 
higher stress levels than other parents (Bonis, 2016; Brei et al., 2015; DePape & Lindsay, 2015; 
Miranda et al., 2015). Some studies have found that parents of children diagnosed with ASD 
experience high-stress levels. Raising children with autism is more taxing for parents than par- 
enting a child without disabilities, as children with autism have a wide range of learning and 
developmental issues (Kinnear et al., 2016). Parents who experience physical and psychologi- 
cal stress are likely to find it challenging to prepare meals, help children with their homework, 
and fulfil their responsibilities, thus leading to parent-child conflicts (Kinnear et al., 2016). 
Researchers assert that disagreement between children and parents promotes the development 
of stressful situations in parents raising children with ASD. 

Such tension can harm parenting, managing tantrums, and marital relationships. Parents 
need access to classes that teach them how to manage their stress to help them cope with their 
children with ASD. According to Bonis (2016), the importance of support groups for parents of 
children with ASD. Early diagnosis of ASD makes it easier to access the services and support 
groups that can improve the quality of life for children with ASD and their families. According 
to Bartholomew (2016), stigma is a Greek term initially referring to a mark cut or burned into 
the skin. Since the precise meaning of specific terms may vary from one society to another, the 
term stigma has a variety of definitions and interpretations. Commonly, however, it refers to 
a belief or an attitude that leads individuals to reject, fear, or avoid those they deem different 
(Liamputtong, 2013; Link & Phelan, 2011). Generally, a stigma is not a pre-existing charac- 
teristic but rather a linguistic affiliation that allows attributes to be associated with a particular 
stereotype. 

Society tends to divide people into groups based on the characteristics they share. Ac- 
cording to Link and Phelan (2001), stigma has four related components: those who decide 
and tend to label human variations; associating labelled individuals with particular detrimental 
characteristics; placing adversely labelled individuals or groups in discrete and isolated group- 
ings from the non-stigmatized; and labelled individuals experiencing a loss of status. Identity 
can include professional roles, physical activities, and the self, and anything that changes one 
of these identities is considered a negative social stigma (Cronin & Mandich, 2015). There is 
also a stigma associated with people diagnosed with ASD, as some parents are apprehensive 
about how other people, especially the general public, perceive their child's health (Kinnear et 
al., 2016). In this regard, parents of children diagnosed with ASD may develop low self-esteem 
due to their child's condition. 

Parents of children with high-functioning ASD must cope with the demands of raising 
a child with a disability and the social consequences of the disability (Bonis, 2016). According 
to Gray (2002), having ASD does not mean a lower IQ or poor verbal skills and does not nec- 
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essarily involve schooling away from mainstream settings. However, children with ASD have 
difficulty forming and maintaining relationships and have uneven intellectual and cognitive 
functioning. One of the leading causes of the difficulty children with ASD face in social rela- 
tions is that they are stigmatized by society. Numerous researchers agree that parents of chil- 
dren with disabilities experience stigma because their children are stigmatized (Bonis, 2016; 
Brei et al., 2015; DePape & Lindsay, 2015; Kinnear et al., 2016). Parents of children with ASD 
often have limited options for reducing the adverse reactions of society toward their children. 
Many studies have explored the stigma experienced by parents on social occasions or in the 
presence of their children (Bonis, 2016; Brei et al., 2015; DePape & Lindsay, 2015; Miranda et 
al., 2015). Parents of children with ASD face the same stigma as people with ASD. 

Gray (2002) examined the difference between felt and staged stigma. Parents experience 
feelings of shame and embarrassment when they believe that others are criticizing them. On 
the other hand, when people avoid their parents, children face stigma. Gray found that many 
parents experience stigma and that parents experiencing stigma were less likely to have experi- 
enced it in the past. There was a significant spike in parents experiencing enacted stigma right 
after their child exhibited behaviour associated with ASD, and many children with ASD have 
been bullied or mistreated. However, the author found that both felt and enacted stigma exists 
and considerably affects parents. One of the findings was that mothers experience high levels of 
stigma compared to fathers and that the level of the presenting symptoms of ASD affected the 
level of stigma experienced by parents. Those whose children were more violent or aggressive 
experienced enacted stigma, unlike the parents whose children were passive. Evidence suggests 
that parents of children with ASD experience stigma associated with their child's diagnosis. 
While there have been some improvements in understanding stigma, these have not been ex- 
plored in depth. Interviews by Gray (2002) indicate that most parents attribute stigma to differ- 
ent manifestations of similar negative experiences. 


Research Context 


While most people in Saudi Arabia know ASD is a neurological disorder, there is consid- 
erable confusion about its causes. Because the Saudi Arabian government and the Department 
of Special Education provide special education services, it is essential to promote awareness 
of this disorder widely. Awareness will ensure that more students with ASD receive tailored 
educational support and that their mothers receive the help they require (Alzaalah et al., 2015). 
In a research study on the relationship between autism and cultural context in the Saudi com- 
munity, Alqahtani (2012) found that parents attributed the causes of their children's ASD to 
medical, psychological, and cultural factors. The suggested medical causes of autism include 
problems during pregnancy, vaccinations, and vitamin deficiencies. It has also been suggested 
that psychological problems associated with early childhood trauma due to the death of one or 
both parents may cause ASD. Some parents believe that the evil eye and black magic have led 
their children to develop ASD. 

A survey of 367 Saudi citizens by Alman et al. (2017) found that most Saudis have heard 
of ASD and have some knowledge of it. Their findings indicate that the Saudi community 
pays little attention to the organic causes of this disorder because they believe it is simply a 
psychiatric problem. Many people believe that there are religious explanations for pregnancy 
complications that result in ASD. Most people believe that children with ASD can overcome 
this condition with appropriate intervention. There is a 6% chance that a child will be diagnosed 
with ASD in Saudi Arabia. Of these children, ASD is diagnosed in 42 out of every 1,000 boys 
and 189 out of every 1,000 girls. Most children in Saudi Arabia with ASD are diagnosed before 
age five (Alzaalah et al., 2015). There is a connection between ASD and the parents' age, with 
older parents being more likely to have a child with ASD. A child psychiatrist diagnoses speech 
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delay in children. In addition to behavioural and pharmacological therapies, speech interven- 
tions are among the most widely used therapeutic interventions in treating children with ASD 
in Saudi Arabia (Alzaalah et al., 2015). 

Whatever the cause of ASD, parents, especially mothers, have often been burdened with 
guilty feelings associated with their children's disorders, fearing they were the ones who had 
contributed to their children's diagnosis of ASD. Despite disagreement about the causes of 
ASD, the most common interventions used by parents to treat autism are cultural or informal, 
such as reading Quran verses or seeking help from religious healers. Treating the source of 
symptoms rather than the symptoms themselves is often preferred (Alqahtani, 2012). Alqahtani 
(2012) found that no parents reported using essential therapies focusing on behavioural, educa- 
tional, or developmental interventions. Zeina et al. (2014) reiterate that fear of cultural stigma 
related to disability means that some mothers remain reluctant to seek help for their children 
with ASD. Some researchers have commented on the situation of women in the KSA, noting 
their status as caregivers and frequent lack of paid employment (Basaffar et al., 2016). It is es- 
sential to recognize the inequalities within the country and the importance of fixed gender roles 
for both men and women domestically. 


Research Methodology 
General Background 


This research explored the experiences of individual mothers whose children had been 
diagnosed with ASD and were stigmatized in a Saudi context. The research focuses on the chal- 
lenges associated with ASD in a patriarchal society, where mothers are the primary caregivers 
of children diagnosed with ASD. A phenomenological approach was used to understand the 
data collected during interviews with Saudi mothers whose children were diagnosed with ASD. 
The phenomenological approach focused on highlighting individual participants' experiences 
of specific phenomena. The use of a phenomenological approach was appropriate because this 
research focused on how mothers experience stigma directed toward their children with ASD. 
Rather than focusing on what these mothers experience, the phenomenological approach focus- 
es on how their experience matters and highlights their unique experiences (Vagle, 2014). The 
methods are designed so that the results are trustworthy and can contribute to understanding 
how the Saudi cultural context affects mothers' experiences of stigma as a result of having 
children with ASD. 


Sample Selection 


The researcher recruited 15 mothers in Jeddah, Saudi Arabia, with children diagnosed 
with ASD. In patriarchal societies such as Saudi Arabia, women are more likely to have family 
responsibilities than to be in paid employment (Basaffar et al., 2016). Because of their role as 
caregivers, mothers are more likely to experience stigma related to their child's condition. For 
example, children with ASD may yell in public, ignoring the impact of their actions on the 
people around them. 

The participants were selected based on the following criteria: mothers of children with 
ASD; in the age range of 22-42 years; and children in the age range of five to 12. The mothers 
were recruited after the university's Institutional Review Board permitted the use of human 
subjects. After the administration had approved the research, details were sent to three different 
groups on WhatsApp, and only individuals who met the criteria were invited to participate. 
Communication was used to clarify the risks and benefits of the research to parents. After a 
series of interactions, a group meeting was planned to explain the project's specific details to 
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potential participants and provide them with details regarding the meeting's time, venue, and 
agenda. After the potential participants had been confirmed, the research team contacted them 
to arrange individual interviews. Individual contact was made to determine participants' sched- 
ules and to make arrangements to meet them on a one-on-one basis to conduct the interviews. 
The demographic data for 15 mothers is shown in Table 1. 


Table 1 


Demographic Data of Mothers and Their Children Diagnosed with Autism 


boi ; Level of ‘ Gender of the : 
Participant Mother’s Age Education Occupation child Age of the Child 
Mother 1 33 years High school Berane Bo 6 years 
y 9 Teacher y y 
Mother 2 26 years High school lay etupme Bo 5 years 
y 9 mother y y 
Bachelor’s degree Elementary 
Mother 3 26 years inal Teacher Boy 7 years 
Bachelor's degree Stay at home 
Mother 4 24 years in Arabic language mother Boy 5 years 
Mother 5 42 years Bachelors Baur: “Tigh Sipe! Boy 10 years 
in science Lab-teacher 
Mother 6 25 years Bacio Stogies: - Sleyat hoine Boy 6 years 
in history mother 
Bachelor’s degree Elementary 
Molnioy al eels religious studies Teacher a aysas 
Mother 8 30 years High school Hairdresser Boy 7 years 
Mother 9 31 years Bachar eHogie : sign Senge) Girl 8 years 
in art teacher 
Mother 10 29 years Masieys cage Bank manager Boy 7 years 
accounting 
: bash Undergraduate F 
Mother 11 22 years Senior in history shident Girl 6 years 
Bachelor’s degree Middle 
Mother 12 38 years in physics Schaoltaackie Boy 8 years 
P , Stay at home 
Mother 13 41 years High school other Boy 12 years 
Mother 14 35 years Bacligit eaediee: “HighieeAes| Boy 10 years 
in science teacher 
Bachelor's degree 
Mother 15 23 years in maths Elementary teacher Boy 7 years 


A representation of the relationships between the themes and subthemes of the data is 


presented in Figure | below. 
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Instrument and Procedures 


The researcher adopted interviews as the preferred instrument for data collection be- 
cause they give in-depth information to help generate concepts and themes. Interviewees give 
their opinions and experiences, which are required for exploring the problem under investiga- 
tion. Before the start of the interviews, the participants gave their consent to participate in the 
interview and for it to be recorded. The interviews were held in a local café to ensure the partici- 
pants' comfort and lasted between 25 and 45 minutes. To ensure the accuracy of their responses, 
interviews with participants were audio-recorded. After each interview was completed, notes 
were taken, and the interviews were carefully transcribed as quickly as possible, using addition- 
al memos while the information was fresh. 


Data Analysis 


A phenomenological approach was used to analyse data from interviews with mothers in 
a Saudi context who have a child with ASD to understand their experiences and highlight the 
stigma experienced by these women. The analysis was completed using van Kaam's phenom- 
enological data analysis method, which includes listing and preliminary grouping or levelling, 
reduction and elimination, analysis of invariant components, clustering, and theming (Sumskis 
& Moxham, 2017). The steps are followed by finalizing the invariant components and themes 
through the application and constructing a structural description of the personal experience 
for each co-researcher according to the individual structure description of each co-researcher 
(Sumskis & Moxham, 2017). Furthermore, it entails imagining changes to construct an indi- 
vidual structural description of the experience and then constructing a textural-structural de- 
scription of the meanings and essences of the experience, incorporating the invariant constitu- 
ents and themes for each participant (Sumskis & Moxham, 2017). Finally, from the individual 
textural-structural descriptions, a composite description of the meanings and essences of the 
experience was developed, representing the group as a whole. 

Researchers are careful in conducting their analysis when transcribing, organizing, and 
interpreting data. This research, in addition to the steps listed above, relied on the methods of 
epoché, phenomenological restoration, imaginary variation, and synthesis to collect and orga- 
nize the emerging themes. A rigorous method of data analysis known as the analyst triangula- 
tion method was used to ensure the reliability and validity of this research. The co-reader was 
an education professor trained in quantitative and qualitative methods. Throughout the data 
analysis, parallel analysis was conducted, and the researchers met regularly to discuss the inter- 
pretation and understanding of the results. 

Co-readers worked together to ensure that vocabulary was used accurately to describe the 
experiences of the mothers studied. When analysing the data, the transcriptions and translations 
were carefully examined, with attention given to unique phrases that explain how participants 
experienced particular phenomena (Creswell, 2016). The mothers' data were analysed using a 
modification of the van Kaam method for the analysis of phenomenological data. The process 
of data levelling was carried out through a review of the mothers! verbatim interview records. 
Epoché was used during the subsequent reading and reflections, respectively. The remaining 
list became the horizon for the mothers' experience of stigma. The immutable components from 
the mothers' data were organized from each transcript and clustered into new thematic groups. 
Some repetitive and distracting wording and irrelevant data were eliminated. 
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Research Results 


Interview findings were opinions expressed in different patterns and phrases depending 
on the level of education and interpretation of the questions. Therefore, thematic analysis of the 
common responses led to five themes with respective subthemes. Figure 1 presents the themes 


and subthemes. 


Figure 1 


Invariant Constituents Organized by Theme and Subtheme 


Mothers’ 
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¢ Communication issues 
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¢ Trust Islamic healing 


e Against 
idea 
© Rejection 
e Lack of support 
e Denial 
e Feelings shame 


e Blame 
© Bad parenting 
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© Consolation and pra 
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© Misdiagnosis 
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Internet 
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e Shame, denial, and 
rejection 


The five themes included: mothers’ concerns, mothers’ responses, partners’ challenges, 
accessing resources, and the responses of others. Table 2 provides a list of the five themes and 
mothers’ descriptions of their lived experiences that are represented by each theme. 


Table 2 


Themes and Descriptions of Saudi Mothers’ Lived Experiences Related to Stigma Associated 
with having Children Diagnosed with Autism 


Theme 


Description 


Mothers’ Concerns 


Delayed speech 

Not communicating 
Crying 

No eye contact 
Excessive movement 


Beating himself 

Not scared of anything 
Short attention span 

Not interacting with others 
Bad temper 


Lack of focus Spinning in circles 
Lack of fear Not responding to his/her name 
Mothers’ Surprised Isolation 
Responses Shock Depressing/Helpless 
Denial Attending conferences 
Crying Searching for information 
Extremely sad Meeting different doctors 
Sadness Joined a group 
Stress Defending their child 


Physically drained 
See doctors and specialist 


Shrinking social interactions 
Relying on Allah 
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Partners’ Against idea Lack of support 
Challenges Rejection/ Feeling shame Denial 

Accessing Negative experiences Misdiagnosis 
Resources Lack of reliable resources Book and internet 


Limited resources Educational games 


Expensive Support/Providing guidance 
Responses of Blaming the mother Lack of awareness 
Others Bad parenting Responding with pity 


Dealing with disrespect 
Negative responses 
Rejection 


Prayers and soft words 
Feeling ashamed 
Denial 


The 15 mothers in Saudi Arabia described their experiences of stigma directed toward 
their children with ASD. Their experiences are described in the following sections and are or- 
ganized by categories from the themes that emerged from the data. 

In presenting the findings, it is essential to describe the coding used. To facilitate the 
horizontalization of mothers' statements in the interview transcripts, M1 indicates statements 
from mother number 1. The number next to the "M" indicates the numbered horizon in the 
transcripts. When a statement made by M1-1 is presented, it indicates the horizon's location in 
the interview with the mother. The M1-1 statement, therefore, indicates that the statement was 
made by mother number | and was the first horizon gleaned from her interview. This numbering 
system was used with all the mothers. This system makes it easier for others to examine the 
transcripts and verify the claims made. 

The mothers reported that some individuals attributed their children's erratic behaviour 
to poor parenting, and when the mothers were blamed, they often felt guilty. Their children 
were sometimes disrespected when people called them retarded, or weird or accused them of 
being disrespectful of social norms. Mothers indicated that many individuals offered prayers 
to help their families deal with challenges. Although one of the mothers did not face difficult 
situations where she was blamed or disrespected, she was mainly "unhappy with the feeling of 
pity that others directed" (M4-33) at her. 

The negative responses of some fathers also contributed to the stigma. Some mothers 
found dealing with their husbands' denial of their children's conditions challenging. Mother 10 
explained, "My husband completely refused to let me take him to any centres or even diagno- 
ses him" (M10-19). Additionally, some fathers ignored their responsibilities regarding caring 
for their children, even though they needed significant support. The shame that some mothers 
experienced also contributed to isolation. The mothers often attributed their experiences to the 
lack of others' awareness. 

The findings show that mothers encountered shock, sadness, and denial when dealing 
with their children's condition. Mother 8 explained, "my husband and I became extremely sad 
and cried when we figured out that he has autism. We were shocked because he is our first 
child." (M8-6). Many mothers experienced stress when dealing with their children's diagnosis, 
consistent with the experiences reported in the literature. Additionally, the research found that 
parents of children with ASD experienced depression, confusion, and denial. However, when 
mothers started seeking help for their children, their initial negative responses changed. The 
mothers reported that until there is greater awareness of this condition, they would continue 
experiencing stigma by association. 

Mothers were primarily concerned about their children's communication skills, inatten- 
tion, and behavioural issues. Of the 15 mothers interviewed, 12 were concerned about their 
children's poor communication and non-verbal communication skills. For example, mother 1 
argued that she was primarily concerned with "delayed speech and language" (M1-6). Other 
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mothers were concerned about their children's lack of attention since this could put them in 
danger. Mother 2 described this point clearly when she explained that her child seemed as if 
"he was not aware of things around him as if he did not hear them. He was not even aware of 
danger" (M2-2). Seven of the 15 mothers interviewed were concerned that their children's in- 
ability to develop proper behaviour impedes their social and emotional development. Mother 5 
asserted that she was concerned because her son would "strangely move his head, spinning fast, 
and engage in excessive movement" (MS5-2). 

The mothers indicated that they used the Internet to help them learn about and cope with 
their children's diagnoses. Mother 10 emphasized this when she said, "I read a lot of articles 
from Google, and I watched a lot of videos on YouTube about this disorder." (M10-7). The 
Internet allowed them to learn more about their children's condition and connect with virtual 
friends dealing with the same issue. The findings indicate that some mothers relied on their faith 
to help cope with their children's diagnosis and as a means of healing. Faith also guided them 
to behave appropriately regarding their children's diagnosis. Their reliance on Allah stemmed 
from believing their faith could help provide the needed answers. Mother 12 emphasized that 
"the effect of trusting God is a miracle. I believe in leaving it to God and trusting him and 
praying. Keeping that connection with God is the solution." (M12-41). This finding supports 
Algahtani's (2012) finding that the most common interventions used by parents to treat ASD 
were cultural and other informal interventions, such as reading Quranic verses (p. 19). 

Some mothers reported having had negative experiences with specialized institutions. 
They reported that the diagnoses they received were confusing and ultimately inaccurate, which 
led them to lose trust in some institutions. Additionally, after consulting various institutions 
and specialists, there were problems with contradictory diagnoses, which mothers attributed to 
a lack of standard regulations and guidelines. Mother 4 clarified this point when she stated, "I 
went to hospitals to get him checked, and I went to centres for a diagnosis. However, I received 
different contradicting diagnoses." (M4-11). 

Some mothers also had issues with access, having been rejected for services due to 
the institutions' lack of preparedness to accommodate children with disabilities. Mother 3 ex- 
plained how she did not have access to many public institutions, and they did not accept her 
child due to his condition. She stated, "Many public schools do not accept his condition because 
they are not qualified to have any child with disabilities." (M3-16). 

The findings indicate that institutions supported mothers. Through the centres, some 
mothers established contact with other women who provided advice and shared their experi- 
ences. Additionally, some institutions provided informative workshops and lectures, teaching 
mothers more about their children's condition. Specialists in the centres also provided mothers 
with exceptional guidance on essential resources. Mother 15 explained, "I received some guid- 
ance from the specialized centres, and after that, my husband and I decided that these centres 
would benefit our child." (M15-22). 

Medical and learning institutions helped mothers find people to talk to about their chil- 
dren's condition. Many mothers praised their doctors, indicating that they guided them to ex- 
plore different beneficial resources. The connections mothers established with other women 
were productive. The knowledge that mothers gained was often helpful in a culture where indi- 
viduals often misunderstood the condition. Mother 15 explained, "I went to all the workshops, 
shared my experiences with other mothers, and tried to learn from their experiences. I got to 
meet many parents who have a child with a disability. Honestly, I learned a lot from these work- 
shops and lectures." (M5-20). Mothers with this new knowledge could explain their children's 
conditions to questioning family members who often blamed them for the erratic behaviours of 
their children. Not only did the centres provide initial guidance, but some continue to provide 
long-term helpful support to some mothers. 
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Discussion 


The findings provided insights into how mothers react to the social stigma directed at 
them when their children are diagnosed with ASD. It also presents the social, cultural, and 
perceived roles of specialized agencies in Saudi Arabia, as well as the experiences and concerns 
of the Saudi people. The data were collected and analysed from different age groups of mothers 
to offer a complete picture of their experiences. The research was open to all mothers, regardless 
of their children's gender or severity of their condition, as long as their children were between 
the ages of five and 12 since gender and the severity of ASD was not the focus of this research. 

The process of imagining various possibilities was used to make sense of anything not 
explicitly stated by the participants. By engaging in imaginative variation, the researcher moves 
beyond the facts to arrive at different possible underlying meanings behind participant stories 
(Messick, 1995). After listening, translating, reading, and rereading these mothers' stories, such 
a process facilitated the attempt to break down the data into different themes and sub-themes. 
The researcher must try to understand what the person is saying and then figure out their hidden 
meaning, a creative process accomplished through variation. None of the mothers used the 
term "stigma" to describe the reactions they faced. However, their isolation was motivated by 
the denials spoken of by some and the embarrassment brought about by the condition. The 
tendency to seek evacuation was understood as a form of stigma. After carefully analysing 
the transcripts from each interview, five major themes were identified and validated; these 
described individual mothers' experiences of the stigma directed toward their children. 

The results of this research collaborated with previous researchers' findings; hence, it is 
viable and can be replicated with the same outcome. The differences in mothers' stigmatization 
were associated with many external factors and implications. This outcome confirms what 
earlier researchers had indicated. According to Mash and Wolfe (2010), the reactions of parents 
and the impact of their child's diagnosis vary depending on their work environment, family 
setting, and level of education. Educated people may react to societal challenges differently. 
Cultural, economic, and social experiences are changed by education (Mash & Wolfe, 2010). In 
this research, mothers responded differently regarding the stigma associated with having a child 
with ASD in the Saudi context. Therefore, the influence of mothers’ professions and education 
was considered in this research to provide insight into how mothers managed the challenges 
they faced due to their children's conditions. Another objective of the research was to examine 
how education affected attitudes to and awareness of their children's conditions. 

Research findings showed that many mothers depend on doctors’ diagnosis to know 
the condition of their ASD children. Unfortunately, fewer mothers seek doctor services or 
consultation earlier enough. This delayed medical consultation leaves many mothers and families 
unaware of their children’s conditions and continue to experience stigmatization associated with 
the condition. This realization conforms to what earlier researchers had discovered. According 
to Alzaalah et al. (2015), most people in KSA consider children with ASD are more of a curse, 
not a medical condition; thus, they seek spiritual interventions. Awareness of this condition will 
help mothers attain tailored intervention and reduce mother’s stigmatization (Alzaalah et al., 
2015). Alman et al.’s (2017) study showed that many are aware of the condition but pay little 
attention because they consider it a psychiatric problem. 

Research findings showed that support systems mothers have had are helpful in reducing 
stigmatization. They will help to demystify and debunk misconceptions linked to ASD 
stigmatization and foster better intervention strategies. The stigmatization is associated with 
negative responses mothers get from their husbands, family members, and the community. 
They all agree that dealing with negative vibes from their loved ones make it harder to 
handle the situation better. Apart from the stigmatization, mothers were affected by delayed 
communication capability, inattention, and behavioural challenges of their children. As much 
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as they tried to rely on religious beliefs and sought spiritual healing, they came to understand 
that ASD is a medical condition that requires healthcare intervention, and they are exonerated 
from blame and guilt. They should seek support system and continue to engage with various 
stakeholders to abolish stigmatization through awareness and sensitization campaigns. 


Conclusions and Implications 


This research found that many mothers had negative attitudes toward their children's 
condition and felt overwhelming sadness when they found their child had ASD. Although learn- 
ing more about the disability helped many people feel comfortable, many still struggled with 
the social stigma. While many people have found that specialized institutions can be helpful in 
understanding and dealing with children with ASD, much more needs to be done to increase 
public understanding and empathy toward those with ASD. The mothers' experiences show that 
much needs to be done to improve the quality of services for people with ASD in Saudi Arabia. 
The lack of a clear policy structure about who can diagnose autism and how that diagnosis 
should be made makes it difficult for mothers of children with ASD to obtain an appropriate 
diagnosis. Many mothers said that some of the public facilities they visited offered very little 
support, which can be a problem for people with disabilities, for example, the availability of 
skilled workers. 

In the context of Saudi Arabia, policymakers should be encouraged to establish clear 
guidelines to ensure correct diagnosis for people with disabilities, using standards similar to 
those used in other countries. The mothers' experiences in this research suggest that those mak- 
ing the diagnosis did not have the necessary skills and were not specialists. Some mothers had 
to rely on their family doctor to diagnose their children. These findings support strong recom- 
mendations that institutions must take this matter seriously and make many structural changes 
to provide the services these children and their families need. A key policy priority should 
therefore be to accommodate all people with disabilities and provide them with long-term care, 
including those diagnosed with ASD in Saudi Arabia. The implication is that the research in- 
crease awareness of the need for institutional and cultural changes to alleviate mothers from 
stigmatization due to ASD children. ASD is a public and societal health burden that all stake- 
holders must address. 
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